I n t ro d u c t i o n
At 42 years old, Emelda was dying. She knew it. She was in bed now, weak, in pain, unable to walk. She could no longer eat, and was horri b l y emaciated. Her neighbors and family spoke with her of getting well, but they knew that she was dying. They had seen it before, too many t i m e s.
Two and a half years earlier, Emelda had e xp e rienced persistent vaginal discharge and bleeding between her peri o d s. She asked her n e i g h b o r, Rosa, for advice, and Rosa had told her she should go to the p o s t a (health post) and get a Papanicolou test. Emelda had heard of the test from other women who had been having descensos ( vaginal discharge) like she was having. Some even said you should have the test eve ry year to see if you had cancer. Em e l d a had been hesitant, but Rosa said that she w o u l d go with her, so Emelda consented. She had the t h ree s o l e s ( a p p roximately one US dollar) to pay for the visit and the Papanicolou was fre e, but she worried that she did not have enough money to buy medicines if the doctor pres c ribed them. Maybe she could buy just one or two pills.
Still, Emelda had been terrified. She had h e a rd that they put an apparatus that looked like a big spoon inside you, and she was afra i d it would hurt. Wo r s e, she had heard that sometimes they took something out of you with that a p p a ra t u s. Mo s t l y, she was terrified of having c a n c e r. She tried hard to block out memori e s that haunted her.
Emelda had watched her aunt die of this w o m e n's cancer. Her aunt had been plump and h e a l t h y, but in the course of just a few years she had lost weight and become so ve ry thin. Sh e could not eat. Em e l d a's mother had said it was because her intestines had grown together and food could not get through anymore. Em e l d a re m e m b e red her aunt crying in pain -burn i n g pain. She re m e m b e red her mother cleansing away the watery, bloody discharge that kept p o u ring out of her. Em e l d a's family said that her aunt dried up when all that fluid ran out, and turned ye l l ow with anemia when she ra n out of blood. Fi n a l l y, no more fluid came out. She could not uri n a t e. The pain was unbeara b l e. And then she died.
Em e l d a's test had not hurt much, but the doctor looked concerned when he told her to come back in three weeks to get her re s u l t s. When she re t u rned, they told her the re s u l t s we re not back yet, to re t u rn again in another month. The next month, the same thing happened again. When she re t u rned a third time, the doctor ove rh e a rd her asking for the re s u l t s at the desk. "What has taken you so long to ret u rn?" he scolded her. She explained that this was the third time she had come, and that they still had no re s u l t s. He took the inch-thick pile of results and looked through them. "He re it is", he said. "They have spelled your name wro n g . The results are inconclusive", he told Em e l d a .
"You may have cancer and you may not. C o m e , I
want to examine you again." Du ring the examination, the doctor said, "T h e re is an area on your cervix that is not normal. We need a biopsy to see if it is cancer." He re f e r red Emelda to a gynecologist at the hospital.
Emelda was so frightened, she left the clinic h a rdly able to think. She did not speak to anyo n e, and she could not sleep all night. Her f ri e n d Rosa paid her ride to the hospital ve ry early the next morning. Emelda waited in line for a long t i m e, but she hardly noticed. The next thing she knew she was with the gynecologist, handing him the little note that the doctor in the p o s t a had given her. He did a biopsy. It hurt a lot. He took three c a r n e c i t a s (little pieces of meat) and put them in a little bottle of fluid. He g a ve her the bottle and told her to take it to the pathologist in Iquitos to be analyzed. It would cost 70 soles for each little piece, he said. If the cancer was early, he told her, she could have s u rg e ry here in Iquitos. If it was advanced, she would have to go to Lima for tre a t m e n t .
She took the bottle and walked out. She just walked and cried. Cancer! Se venty soles for each piece! Su rg e ry! Lima! She had no money! Not even to pay for the analysis of one little piece! She became angry at her husband for not saving more money, and for wasting it on a g u a rdiente ( rum). He only made 150, maybe 200 soles a month, even if he found work eve ry d a y, and the children had to eat. In anger, fear and desperation, she threw the little bottle in the ri ve r. "It is probably nothing," she told herself. Less than three years later, she lay dying.
Em e l d a's story is real, but she is not just one woman. Ra t h e r, her story re p resents a compilation of seve ral women's narra t i ve s, gathere d in Iquitos, Pe ru. Tra g i c a l l y, these experi e n c e s a re not ra re. Ce rvical cancer kills more than 230,000 women each year worldwide. At least 80% of the deaths occur in developing count ri e s, dispro p o rtionately affecting the world's p o o rest, most vulnerable women. Ce rvical cancer is a major public health problem in Latin A m e rica, and Pe ru is among the countries with the highest incidence and mortality rates 1 . Eff o rts have been made to implement cerv i c a l cancer screening in poor countries for more than 30 ye a r s, but in most cases they have not significantly impacted the incidence or mort a lity from this cancer 2 , 3 , 4 , 5 .
Since the mid-1990s, the topic of cerv i c a l cancer has surfaced as an increasing pri o ri t y in the discourse of the World Health Org a n i z ation ( WHO). Di re c t o r-Ge n e ral Dr. Gro Ha r l e m Brundtland has discussed the importance of c e rvical cancer within the scope of non-communicable diseases 6 and as a pri o rity within an expanded scope of re p ro d u c t i ve health 7 . In an address to the In t e rnational Agency for Res e a rch on Cancer (IARC), she noted the dist u r bing incongruity between what is known about the pre vention and treatment of cervical canc e r, the pre valence of cervical cancer in poor a reas of the world, and the lack of tra n s l a t i o n of this knowledge into effective pro g rams int e rnationally 6 .
In 1999, the Bill & Melinda Gates Fo u n d at i o n a w a rded a $50 million grant to the Alliance for Ce rvical Cancer Pre vention (ACCP), a gro u p of five international organizations with a s h a re d goal of working to pre vent cervical cancer in d e veloping countries 7 . The five part i c i p a t i n g agencies are the Pan American Health Org a n ization (PAHO), Pro g ram for Ap p ro p riate Te c h- nology in Health (PATH), IARC, JHPIEGO, a n o np rofit organization affiliated with Johns Ho pkins Un i ve r s i t y, and En g e n d e r Health. The Alliance has looked to qualitative studies, add ressing women's concerns and barriers to cervical cancer screening in Me x i c o, Ve n ez u e l a , Ec u a d o r, El Sa l va d o r, and Pe ru, to guide their w o rk. This study extends the available qualitat i ve information available for Pe ru, addre s s i n g the city of Iquitos and surrounding villages in the department of Lore t o.
In the present study, the re s e a rcher part i c ipated in the community life of Iquitos for nine months; explored surrounding ri ver villages, h o s p i t a l s, clinics, and traditional healing pra ctices; and entered into homes and intimate cancer experiences of women and their famil i e s. T h rough these experi e n c e s, the re s e a rc h e r gained a close look at the realities surro u n d i n g c e rvical cancer in this region and insights into the inadequacies of a cervical cancer scre e n i n g p ro g ram recently introduced by the re s o u rc echallenged Mi n i s t ry of Health.
The setting
Iquitos is located in northeast Pe ru, and is the capital of the country 's largest department, or St a t e, Lore t o. It is the largest city in the Pe ruvian Amazon, a city in the midst of jungle, with a population of well over 400,000. It is the site w h e re the many tri b u t a ries flowing down fro m the Andes merge together to become the gre a t A m a zon Rive r. The tri b u t a ries are the circ u l at o ry system of Amazonia, carrying food, peop l e, animals, medicines, goods, and inform ation that are lifeblood for Iquitos and its surrounding ri ver communities.
Once an important rubber boom capital, Iquitos is now a quiet town of small commercial businesses, logging, agri c u l t u re, oil, and t o u rism. Only a small number of people pro sper from the current enterpri s e s, and the maj o rity of the population is ve ry poor. Many are u n e m p l oyed or get ve ry occasional work. No np rofessional jobs, at the time of the re s e a rc h , paid between 200 and 300 soles per month (US$60 to 100). Professional jobs paid somewhat more. A teacher earned 350 to 800 soles (US$105 to 260), a nurse, 600 soles (US$180), and a physician, US$600 per month. Like the poor in many world re g i o n s, home re m e d i e s and medicinal plants we re used for pre ve n t i o n and treatment of illness, biomedical health c a re was purchased only if the illness continued to worsen, and spending time and money for pre ve n t i ve services was ra re.
Like other urban areas of Pe ru, Iquitos has a fairly well developed central core and an imp ove rished peri p h e ry. Dow n t own Iquitos has p a ved stre e t s, nice buildings that protect fro m the environment, electricity (most of the time), and running water (some of the time). As one m oves outward from the center, houses become more rustic, constructed of thin wood a n d thatched ro o f s, and roads become dirt. Mo s t residents in the peri p h e ry do not have piped w a t e r, but carry water from delive ry trucks or f rom nearby ri vers or lakes, where bathing, l a u n d ry, and dishwashing are also done. Tra s h re m oval is far from adequate, and outhouses s t raddle small stream beds which are dry half of the ye a r. Communities close to the ri ve r s which border Iquitos are quite similar to the rustic ru ral ri ver villages throughout Lore t o. In A m a zonia, as in Andean re g i o n s, ru ral villages a re poor, and tra vel to distant urban centers is d i f f i c u l t .
M e t h o d o l o g y
The study was ethnographic in nature, conducted from August 1998 to May 1999. Et h n o graphy allows a re s e a rcher to be present ove r time and to observe eve ryday life, the way p ra ctices are built out of shared know l e d g e, the meaning people find in their live s, and the cons t raints and pre s s u res to which those lives are subject 9 , 1 0 . Two types of ethnography we re u s e d , as described by Agar 9 . "Na r ra t i ve" ethnography elicited people's stories of their cancer exp e ri e n c e s, and "e n c yc l o p e d i c" ethnogra p h y p rovided information about the local culture to s e rve as a background for narra t i ve analysis. Ba c k g round exploration included: (1) the city of Iquitos and surrounding ri ver villages, (2) national and regional morbidity and mort a l i t y s t a t i s t i c s, (3) Iquitos hospitals, health posts, a n d re c o rds accessed with the permission of the Mi n i s t ry of Health, (4) The extensive household illness interv i e w s we re conducted in a port community, where housing stru c t u re s, occupations, the mark e t a rea, and interaction of urban and ru ral live s made it re p re s e n t a t i ve of much of the poore r population of Iquitos. In t e rview questions we re designed to gather background information reg a rding the larger cultural understanding of and responses to common illnesses. T h i rty of the approximately 150 households in the n e i g h-b o rhood we re randomly selected and interv i e wed. Questions about the family's know ledge of and experience with cancer we re included at the end of the interv i e w.
In addition to the collection of over 60 cancer narra t i ve s, eight women in some stage of c e rvical cancer or diagnosis we re followed as case studies. Although these cases we re gathe red as a purposive versus a probability samp l e, the group re p resented low, mid-ra n g e, and high socioeconomic status and educational l e ve l s, urban and ru ral settings, and va ri o u s stages of screening and treatment. Two of these women had re c e i ved positive Pap tests and we re seeking follow-up; a third woman had s u rg e ry in Lima during the study; and a fourt h had radiation thera py in Lima six years pre v iously and was now suffering tre a t m e n t -re l a t e d p ro b l e m s. The four remaining women had w i d e s p read disease, and all died in their homes d u ring the month of Fe b ru a ry, 1999. The aut h o r's background, both as a nurse with experience in hospice and palliative care and as an anthropologist, provided a combination of s k i l l s well suited to the intimate and intense nature of this re s e a rc h .
U n d e r-re p resentation of cervical cancer in local statistics
T h e re are two cancer re g i s t ries in Pe ru, one in Trujillo and one in the Lima greater metro p o l itan area, which offer fairly reliable disease stat i s t i c s. In Tru j i l l o, the incidence of cervical cancer is 115.4 per 100,000 women between the ages of 35 and 64, and the cumulative risk for c e rvical cancer in Lima is 1 in 35 women 1 , 8 . T h e re are no cervical cancer morbidity statistics for Lore t o. Cancer cases are not counted. Mo rtality statistics are gathered by Pe ru's Mi ni s t ry of Health, but do not reflect the same cervical cancer significance as do the re g i s t ri e s. On the contra ry, they indicate that ve ry few deaths occur from cervical cancer. Mo rt a l i t y statistics published for Loreto document six deaths from cervical cancer in 1990, 12 in 1991, 10 in 1994, 17 in 1995, and 22 in 1996. 1 1 , 1 2 , 1 3 These statistics, like any from underd e ve l o p e d re g i o n s, must be closely scru t i n i ze d .
T h e re is considerable evidence to indicate that cervical cancer is significantly under-re presented in the above-cited regional data. On e factor is the underre p o rting of deaths common in underd e veloped re g i o n s. In a 1998 re p o rt , the Pa n -A m e rican Health Organization estimated that for 1992, underre p o rting of deaths in Pe ru at the national level was 50.8%, and 79.9% in Loreto 4 . Re c o rding a death in Iquitos costs money, and is mainly done to obtain permission to bury in the public cemeteri e s. It is rarely done by the very poor or for infant d e a t h s. Another factor is inaccurate documentation of cause of death. Since there is little to nothing that can be done locally for women with cerv ical cancer, they are often unknown to the medical system until a family member brings a d e a t h c e rtificate for physician signature and des c ri b e s the symptoms of the deceased. Cause of death is based on this description.
As an example, of nine women in the present study known to have died of cervical canc e r, only five had death re g i s t ration; causes of death for two we re re g i s t e red as cancer of the c e rvix, one as uterine cancer, one as stomach c a n c e r, and one as bronchial asthma. The misclassification of cervical cancer as stomach c a ncer in this region could be the result of the local re f e rence to cervical cancer as "cancer of the v i e n t re". Locally, the Spanish-language t e rm v i e n t re refers to female org a n s, but outside of the local ve rn a c u l a r, it refers to belly, lower abdomen, or bowe l s, and could easily be tra ns c ribed in mortality statistics to stomach or b owel cancer. Te rminal complications of cerv ical cancer such as seve re malnutrition, emaciation, anemia, abdominal pain, and intestinal or uri n a ry tract obstruction could lead to misclassification of cervical cancer as a cancer of the digestive or uri n a ry system or as nutri t i o nal deficiency 4 . Te rminal cancer can also invo l ve the re s p i ra t o ry system, as was the case in the woman whose cause of death was re c o rd e d as bronchial asthma. Mo re ove r, PAHO 4 e s t imates that the pro p o rtion of deaths attri b u t e d to ill-defined signs, symptoms, and conditions was 30.6% ove rall, and 69.8% in less deve l o p e d re g i o n s.
Local cancer knowledge
Local cancer statistics on cervical cancer are c o u n t e red by local vo i c e s. Local voices in Iquitos vividly reflect current and long-term significance of cervical cancer among its women. Consider some comments from household int e rv i e w s :
"Ye s , my mother-in-law died of (cerv i c a l ) c a n c e r, a friend, and also a neighbor. I This gynecologist said that in recent ye a r s, he had seen 50 to 55 cases of cervical cancer per ye a r. He is only 1 of 16 gynecologists in two h o s p i t a l s. If each of these physicians saw the same number of cases, it would amount to ove r 800 per year among those women who go to the d o c t o r. An emergency room physician at the local hospital also saw many cases of cerv i c a l c a n c e r. He estimated that 5% of the emerg e n c y room visits at the Iquitos Hospital we re fro m women with vaginal hemorrh a g e, bowel and u ri n a ry tract obstruction, and seve re pain fro m a d vanced cervical cancer. Based on the number of emergency room visits to that hospital in 1998, 5% re p resented 1800 visits at one hospital alone. The above-mentioned gynecologist estimated that 1 in 10 women in Iquitos/Lore t o would get cervical cancer in their lifetime. Gi ven the world cancer patterns for underd e ve loped areas and that the cumulative risk for cervical cancer in Lima had d e c reased in pre v i o u s years to 1 in 35 women, a 1 in 10 cumulative risk for the much less developed region of Iquitos was not an outrageous estimate. Re g a rdl e s s, most women are diagnosed too late for t reatment, and if only 2% can afford to go to Lima for hope of a cure, the cervical cancer mortality in the region is nearly equal to its incid e n c e. This number is assuredly more than the 6 to 22 per year re c o rded in regional statistics. 
as positive. These included high and low -g rade lesions (CIN I, II, III, and carcinoma in situ), and eight inva s i ve c a n c e r s. In 1998, 9,260 total tests we re done. T h e re we re 240 positive tests in this gro u p, including 165 low -g rade lesions (CIN I and II), 55 h i g h -g rade lesions (CIN III and carcinoma in situ), and 20 inva s i ve cancers. These numbers must also be tempered by the facts that specimens we re poorly stored and we re often seve ral weeks old before being sent to Lima, external quality assurance was highly unlikely in either labora t o ry, and false negative rates are k n own to be high 1 4 , 1 5 , 1 6 , 1 7 , 1 8 .
P roblems with Pap smears Diagnostic versus preventative use
Although some residents spoke of illness prevention, limited family funds we re ra rely spent on health until problems we re ve ry evident. Pap smears in Iquitos we re pri m a rily used to aid in diagnosis of gynecologic problems, ra t h e r than for pre ve n t a t i ve screening. Even two ye a r s after initiation of the new pro g ram, no local n a r ra t i ves we re heard by the re s e a rcher that d e s c ribed a Pap smear as a test to check for a s y m p t o m a t i c , p re c a n c e ro u s l e s i o n s. The local rationale for getting a Pap smear was "to see if you had cancer".
The diagnostic versus pre ve n t a t i ve use of Pap smears has been further augmented by the World Health Org a n i z a t i o n's approach of "d ow ns t a g i n g ." Over the ye a r s, WHO has advo c a t e d d ownstaging as a more realistic approach in d e veloping countri e s. Its goal was to incre a s e the number of cervical cancers identified in e a rly versus late stages for a higher chance of cure 1 9 , 2 0 , 2 1 , 2 2 . The approach emphasized women's e m p owe rment through education about early w a rning signs of cervical cancer (such as interm e n s t rual, post-coital, or postmenopausal b l e e ding, or foul vaginal discharge) and early diagnosis 2 2 . This is a ve ry different educational app roach than teaching women the import a n c e of regular screening for p re c a n c e ro u s l e s i o n s which are detectable b e f o re they are symptom a t i c. A significant disadvantage to the symptom approach is that in developing countri e s, t reatment facilities even for Stages I and IIA cancers are limited and inva s i ve cancers at any stage are complex, expensive to treat, and req u i re hospitalization 2 3 . In Iquitos, small, prec a n c e rous lesions or tiny localized cancers can be treated re l a t i vely inexpensively with cauterization or excision. Howe ve r, when cerv i c a l cancer has pro g ressed enough to be symptomatic, cure is highly unlikely in this setting.
The "Lone Pap" versus a comprehensive p revention pro g r a m
Although seemingly obv i o u s, the fact that any s c reening test alone does not pre vent or cure c e rvical cancer must be stressed. An effective cytological cervical cancer screening p ro g ra m consists of a spectrum of components which include obtaining the Pap smear, pre p a ra t i o n of the sample, labora t o ry interpretation of the s a m p l e, appro p riate follow-up of abnorm a l it i e s, and access to proper treatment 2 4 , 2 5 .
In Iquitos, conization and cauterization are the available treatments for pre -i n va s i ve cerv ical lesions. Hy s t e rectomy is available for persistent lesions or inva s i ve cancer limited to the u t e ru s. Only 1 of the 16 gynecologists perf o rmed conizations, but all of them we re able to perf o rm hystere c t o m i e s. At the time of the s t u d y, cauterization could only be done in private physicians' offices because the cauteri z ation machine at the Regional Hospital had b e e n b roken for a year and a half. The cost of a caut e rization by a pri vate physician was 150 to 200 soles (50 to 70 US dollars), close to the monthly income of many informal work e r s. A conization cost 200 to 300 soles (70 to 100 US dollars), and a hysterectomy approximately 1,000 soles ( over 300 US dollars). Radiation treatment for m o re inva s i ve cancers could only be obtained in Lima.
W h a t e ver treatment was re c o m m e n d e d , few women followed through with the re c o m-m e n d a t i o n s. "The women agree to the tre a tm e n t , but then they disappear and do not ret u r n ." The gynecologist who does conizations said that he had done only five in the last ye a r. Su rg e ry re c o rds from Ma rch 1998 through Ja nu a ry 1999 listed six hystere c t o m i e s, two for h i g h -g rade cervical lesions and one for invas i ve cancer. Most women cannot afford these t reatments and there is no assistance with financial planning. Some eventually find or save the money, but when they re t u rn for the tre a tment, it is too late. Fi n a l l y, those who accept a vailable local treatment are often lost within a f ragmented, inefficient system and ra rely have sufficient information or communication patt e rns to find their way thro u g h . T h u s, though treatment options exist, the system, the economy, and the culture of communication and problem-solving render these options inaccessible to most poor women. A similar situation has been found by the ACC P in San Ma rtin, where a baseline assessment documented that only 25% of women with abn o rmal Pap smears re c e i ved follow-up diagnosis and treatment 2 6 
. As Tulinius et al. 2 7 ( p. 68-9) pointed out long ago, "It goes almost without saying that screening for cancer is not wort h much if efficient therapy is not ava i l a b l e ." Wi t hout efficient thera py, "s c reening would hard l y be justifiable".

The screening instrument
Despite the demonstrated effectiveness of Pa p smears in decreasing the incidence of cerv i c a l cancer in developed countri e s, the test has d rawn concerns in recent years re g a rding its a c c u ra c y. The main concern has been the high number of false negative tests related to the ins t ru m e n t's low sensitivity. Based on a re c e n t meta-study done by the Agency for Health Ca re Policy and Re s e a rch 1 4 . re s e a rchers and clinicians we re advised to consider the sensitivity of Pap smear screening close to 50%. False nega t i ve rates ranging from 11 to 54% have been documented in Latin America 1 5 , 1 6 , 1 7 , 1 8 . Laboratory interpretation of cervical cytology is c o mplex and influenced by many va ri a b l e s. Qu a l i t y c o n t rol is scant to nonexistent in underd e ve loped re g i o n s, and training of lab technicians is ra rely standard i zed. With developing countri e s having only a small percent of the global res o u rces for cancer control, one cannot ove rlook the real cost of the We s t e rn model for cervical screening and the infra s t ru c t u re necess a ry to make it effective. The cost of scre e n i n g p ro g rams in the United States in 1996 was n e a rly $6 billion annually 2 8 .
Proper specimen pre p a ration is also essential for quality. In observations in Iquitos, the basic smear technique appeared adequate, although patients seldom we re instructed not to d o u c h e, wash the vagina, or have interc o u r s e for 24 hours prior to a Pap test. The patient's name and the date we re written on a scrap of paper and folded around the pre p a red slide, which was ru b b e r-banded into a group of s l i d e s waiting in the tropical heat until enough we re collected to warrant postage to Lima for analys i s. In one case, a slide was over two months old before it was sent to Lima, though said to be good for only 20 days. Mislabeling of specimens and lack of infra s t ru c t u re also delay foll ow -u p. Many women fail to re t u rn for their results, few have phones, addresses are often h a rd to locate, people change residences fre q u e n t l y, and no door-to-door mail service exists.
Fear of the pro c e d u re
Although some women we re beginning to voice the importance of Pap smears and their intention to get one, this was often delayed out of fear. In a brief survey of 60 women, 40% had had Pap smears. Of the 36 that had not had the exam, 8 stated they knew nothing about it; 10 stated that they did not feel it was necessary because they had not had symptoms; and 12 stated that they we re afraid. Reasons included fear that the exam would hurt, that something bad might be found, and "that they will take something out of me". This theme of extraction was unexpectedly continued in a conversation with a popular local c u ra n d e ro (healer), Brother Juan, when he was explaining va rious types of trauma to the vagina that he felt contributed to female canc e r s. These included sexual relations at a yo u n g age and "e x t ractions that produce a serious eff e c t". T h i s, he explained, could be from "m achines of extra c t i o n" or the apparatus that they i n s e rt into the vagina. De m o n s t rating on a d rawing of the vagina and female organs he had made, he said, "They open this space and i n s e rt the appara t u s . They grasp here and pull. So it comes out of here . The uterus comes out." Au t h o r: "Do you think that they take out the uterus with this appara t u s ?"
Juan: "Ye s , I'll show you one so you can understand more clearly… [ Juan re t i red moment a rily to a back room and re t u rned with a va g inal speculum, a gift from a visiting physic i a n … ] They put this in the ova ry [ Juan fre q u e n t l y mixed the terms uteru s, ova ry, and va g i n a … ] The illness is inside. I will insert it completely.
Then they open it".
Re s e a rch Assistant: (so fascinated that he took over the interv i e w, leaving me completely out): "What is this used for?" Ju a n : "To take out the uterus." Re s e a rch assistant: "Really? Re s e a rch assistant: "Do e s n't that tear the u t e r u s ?"
Juan: "It should stretch out like elastic.
On c e the ova ry is outside, it stays in that form. A bit of the ova ry comes outside. Then they tie it with a special thre a d ."
Re s e a rch assistant: "Are you explaining w h a t doctors do?"
Juan: "Ye s , like the doctors, what they do when there is cancer of the ova r i e s .T h e n ,t h e y c u t , they sew, and take out the ova ry."
One possibility was that Juan, and perh a p s many local women, had mixed the process of a simple vaginal exam to include elements of other pro c e d u re s, such as a vaginal hystere c t om y, or a test for the degree of prolapsed uteru s. In this confusion, a simple speculum used to p romote visualization had become, in their m i n d s, an " i n s t rument of extra c t i o n". Other authors have also documented women's confusion re g a rding the purpose of vaginal exams and Pap smears 2 9 , 3 0 , 3 1 , 3 2 . Alva rez 2 9 d o c u m e n ted similar "e x t ra c t i o n" fears among Chilean women. In a survey of 299 women, 14% exp ressed fear that a piece of the uterus would be e x t racted during a Pap test. Alva rez hypothes i zed that the terminology "taking a sample" was mistakenly interpreted as extracting a p i e c e of the cervix or uterus rather than just a smear of cervical mucus.
Howe ve r, it is also possible that what s e e m e d to be a chaotic local interpretation of a va g i n a l exam and Pap smear was not based on confusion, but on re a l i t y. The more ominous possibility is that the women's theme that "s o m ething will be taken out" re p resents a fear of human rights abuses and the "c o l l e c t i ve memory of women's experiences of uninformed or coe rced sterilization" 3 3 Co n s i d e ring the timing of the initiation of c e rvical cancer screening (1996) (1997) and the number of Pap smears that had been perf o rmed during "f a i r s" (campañas de salud) i n the first year of the pro g ram, one must speculate whether the cervical cancer screening prog ram was not part of, or a cover for, steri l i z ation of poor women. In t e re s t i n g l y, the women in both case studies who we re underg o i n g s c reening and diagnostic processes also had s t e rilization pro c e d u res during that time. By 1998, when the country needed to clean up the image of women's health care and re p ro d u c t i ve ri g h t s, continuing cervical screening would look good to a developed world that conside red Pap smears to be a basic aspect of that c a re. As Boyd 3 4 ( p. 3) pointed out, in Fu j i m o ri s t y l e, the effort could be shown off and "s c r i p ted to re c e i ve maximum public relations points."
R e c o m m e n d a t i o n s
Ef f o rts are being made to explore altern a t i ve s for simplifying screening and treatment in und e rd e veloped countri e s, making them more a vailable to more women. Possibilities include: (1) offering Pap smears on a less frequent basis 5 , 3 5 ; (2) bringing screening to remote populations 3 6 ; (3) using a simpler type of scre e n i n g , such as visual inspection of the cervix after application of a dilute acetic acid ( VIA) 8 , 3 7 ; (4) utilizing treatment methods more appro p ri a t e to underd e veloped re g i o n s, such as LEEP (loop e l e c t ro s u rgical excision pro c e d u re) and c ryo t h e ra py, which are fast, simple, effective, low -ri s k , and low-cost; and (5) reducing the visits necess a ry for screening and treatment of cervical abn o rmalities through a one or two-visit "see and t re a t" strategy 8 , 3 8 , 3 9 ; These strategies and others are considered in terms of re l e vancy for the Iquitos region in the following sections.
Community education
All interventions will be for naught without a widespread campaign to refocus educational e ff o rts on screening to find p re c a n c e rous changes prior to symptoms. Teaching women signs and symptoms of cervical cancer as signals to get a Pap smear or other screening pro c e d u re m u s t be abandoned. In a re s o u rce-poor enviro nm e n t , individuals define themselves as "s i c k" at a m o re extreme point on a health-illness continuum, and symptoms are often quite seve re bef o re women turn for help 4 0 . If cervical cancer is to be pre vented through treatment of p rec a nc e ro u s l e s i o n s, re g u l a r, asymptomatic s c re e n i n g (of whatever type) must be promoted effective l y.
Public education re g a rding the scre e n i n g p ro c e d u re could most effectively be prov i d e d by a group of trained, local lay women. T h e s e women would have had exams themselve s, could show other women a speculum, let them hold it, explain what it does and does not do, and could accompany women to the exam for m o ral support if desired. T h e re are many w o m e n in Iquitos who would enjoy the chance to do something for their community, to use their education and to re c e i ve more, and to feel a sense of personal accomplishment. Much of the local knowledge in Iquitos is passed fro m woman to woman through family or neighborhood connections. This network can make or b reak health effort s.
S c reening frequency and age
Although decreasing the frequency of Pap s m e a r s is logical for cost containment, this logic does not apply to general health exams for women, including a vaginal exam (with VIA) and health education. A prudent recommendation for this region is for a "once a year exam in the month of your birt h d a y, starting at age sixteen", with or without admitted sexual activity. The ra t i onale for recommending annual exams re l a t e s to the local sense of timeliness. In Iquitos, del a y, personal schedule changes, and pro c ra s t ination are part of daily life. A re c o m m e n d a t i o n of eve ry year may get a response of eve ry thre e, if it gets a response at all.
The recommendation for early-age scre e ning, beginning at age 16, differs from re c o mmendations to target women ages 35 to 50 years as the highest risk gro u p. In this re g i o n , ad vanced c e rvical cancer presents in some women in their 20s. Women in this region often initiate sexual relations ve ry early in life, are exposed to human papillomavirus (HPV ) early, and have other frequent gynecological disorders as well. Among the poor in this region, env i ronment and pove rty pose constant challenges to women's immune systems, hypothetically leaving them more susceptible to the d evelopment of cervical cancer from HPV infections 4 1 , 4 2 . Frequent screening of yo u n g e r women offers the best chance of finding and t reating pre c a n c e rous lesions. By age 35 to 45, many of the women who develop cervical cancer in this region will be dead.
To reach the other end of the age spectru m , h owe ve r, promotion of annual exams could include a "Traiga Su Ma m a" ( Bring Your Mo t h e r ) campaign. The value on the mother in Pe ruv i a n f a m i l i e s, the networking and support among women, and the responsibility for parental c a re by adult children can be utilized to reach the older population. Younger women attending family planning clinics could be encoura g e d not only to take care of themselves but to enc o u rage their mothers (or somebody's mother) to do the same. Having company to face a f e a re d p ro c e d u re is an added benefit. Vaginal exams should be performed by female health p rov i d e r s when possible. "Women trust women more," I was told in Iquitos.
S c reening and treatment site
A l t e rn a t i ve methods of screening and early treatment could easily fit into the existing h e a l t h care structure in Iquitos. Screening exams c o u l d be done, as they are now, in multiple sites, including hospitals (outpatient clinics), community health posts in Iquitos. and some ri ver vill a g e s. They could also be included in the occasional health campaigns sponsored by the Mi ni s t ry of Health or community gro u p s.
The ri ver villages are accustomed to occasional visits from foreign physician groups or the local health campaigns, so a mobile unit for c e rvical cancer screening and early tre a t m e n t would not be a completely new concept. T h e unit in this case would need to be a waterborn e vessel with sufficient space for storage and personnel, possibly an exam room or two, and a fast motor to make the most of time. The mo-bile unit could incorporate education, visual s c reening, and a one-time "see and tre a t" stra tegy for identified abnorm a l i t i e s. Due to unre l iability of electricity and cost factors, cryo t h e rapy would be the treatment of choice. Although t h e re would be no tissue obtained for biopsy, the chances for a woman from ru ral areas to be able to pay for the biopsy or to re c e i ve and accept later follow-up and treatment are slight to n o n e.
Mo re complex forms of screening and tre a tment could be made available in Iquitos. A funded project could potentially provide all the gynecologists in the city with a working colpos c o p e, training, and equipment for cryo t h e rapy or LEEP. An incentive pro g ram to draw a second pathologist to the city could prov i d e healthy competition and manpower for timely Pap and biopsy re s u l t s. If such pro c e d u res are to be relied upon, howe ve r, quality assura n c e monitors for taking and reading the tests must be put in place and maintained to assure re l iable re s u l t s.
A political argument for payment
At the time of the study, Pap tests provided by the Mi n i s t ry of He a l t h's screening pro g ra m we re free of charg e. Pre vention and health promotion are considered rights of Pe ru v i a n s, provided by the St a t e, but the cost of treatment for illness falls to the individual 4 3 . Treatment of p re -c a n c e ro u s c e rvical lesions, howe ve r, is cons i d e red pre vention in "cancer jarg o n", and should be articulated as such in a political argument for gove rnment payment of this service as we l l .
Documentation of care
Medical re c o rds observed in hospitals and clinics we re often handwritten and next to impossible to read. Individuals went from facility to facility for health care, but re c o rds we re not accessible from one facility to the next. Pa t i e n t accounts of medical history we re often full of m i s i n f o rmation and misinterpretation. T h e s e factors together made it impossible for pra c t itioners to identify the past sequence of interve n t i o n s. Howe ve r, individuals we re accustomed to carrying identification papers and clinic cards with appointment dates. T h e s e p ractices could be capitalized on to devise a similar system to re c o rd dates, methods, and results of cervical exams and treatment, which could be taken by the women from visit to visit.
Herbal re m e d i e s
A final recommendation is to incorporate both scientific and local knowledge of medicinal plants in medical and continuing education (including safe pre p a ration and dosing). Local plants have potential for (1) boosting the immune system, (2) cleansing after sexual interc o u r s e, menstrual peri o d s, and following tre a tment for pre -c a n c e rous or early lesions, (3) t reating vaginal infections through antibiotic and anti-inflammatory pro p e rt i e s, and (4) reducing symptoms of advanced cancer thro u g h a n t i -i n f l a m m a t o ry and coagulation pro p e rt i e s.
C o n c l u s i o n
From the perspective of poor women in Iquit o s, to get a Pap smear is the way to find out if you have cervical cancer. It is not a routine proc e d u re that is expected to re a s s u re the woman It is a pro c e d u re that re q u i res one to embody the risk of discove ring an illness for which t reatment could cause household economic d i s i n t e g ration 3 0 , 4 4 . Why seek early identification of an illness for which you, within yo u r economic means, can do nothing? Why endure a test that serves only to herald a disease that will ultimately kill you? 3 2 , 4 5 In order to make an impact on cervical cancer in Iquitos, many things must happen. The significance of the disease must be re c o g n i zed despite misleading local data, and health care policy must res p o n d . Treatment, as well as screening, must be ava i lable and afford a b l e. Ap p roaches to public education must help women understand and accept pre vention and treatment. Fi n a l l y, women must have different stories to tell to future gene ra t i o n s. They must be stories of successful t reatment of cervical lesions before they became symptomatic and cancerous; of affordable exams and treatments that we re not p a i n f u l ; of being informed and treated with respect and gentleness; and of surv i val. These stories must become the new local knowledge of cerv i c a l cancer in Iquitos.
